Purpose: To inform development of a culturally sensitive hereditary breast and ovarian cancer communication initiative and related clinical genetic services. Methods: Five focus groups were conducted with 51 female and male Latinos. Educational materials were designed to communicate information about hereditary breast or ovarian cancer and availability of relevant clinical services or prevention strategies. Focus groups explored participants' knowledge, attitudes, and beliefs about hereditary breast and ovarian cancer, BRCA1/2 testing, and communication preferences for hereditary breast and ovarian cancer health messages. Results: Overall, awareness of familial breast and ovarian cancer and availability of genetic risk assessment was low. Once informed, participants held favorable attitudes toward risk assessment and counseling services. Critical themes of the research highlighted the need to provide bilingual media products and use of a variety of strategies to increase awareness about hereditary cancer risk and availability of clinical genetic services. Important barriers were identified regarding family cancer history communication and cancer prevention services. Strategies were suggested for communicating cancer genetic information to increase awareness and overcome these barriers; these included both targeted and tailored approaches. Conclusion: This research suggests that cancer genetic communication efforts should consider community and cultural perspectives as well as health care access issues before widespread implementation. Genet Med 2010:12(2):105-115.
A n estimated 5-10% of breast and ovarian cancers are attributed to deleterious BRCA1/2 mutations, which account for ϳ20 -40% of familial breast cancer and for the majority of familial ovarian cancers. The strength of the associations varies with the family history. 1,2 Estimated average lifetime cumulative risks in BRCA1/2 carriers are 49 -82% for breast cancer and 18 -54% for ovarian cancer. 3, 4 A growing body of evidence demonstrates the benefits of providing surveillance, chemoprevention, and risk-reducing surgical options to carriers of BRCA1/2 mutations. [5] [6] [7] The United States Preventive Services Task Force and the National Comprehensive Cancer Network have determined that women at high risk would benefit from genetic counseling that helps patients or family members make informed decisions about genetic testing and that enhances selection of early cancer detection or risk-reduction strategies. 7, 8 However, health systems in the United States face challenges in providing culturally relevant cancer genetic services to an increasingly diverse population. Despite the growing availability of genetic counseling and testing for hereditary breast cancer, awareness and use of these services is low, particularly in Latinos and other minority groups. 9, 10 Awareness of hereditary cancer risk and genetic testing for cancer susceptibility can enhance informed decision making about whether to seek such services. 11 However, awareness of these and other health concepts varies by sociodemographic characteristics, family history, acculturation factors, and elements that influence access to information through the health care system or other communication channels (e.g., mass media, social networks). 10, [12] [13] [14] An individual's decision regarding whether or not to seek clinical cancer genetic services may also be influenced by knowledge, cognitions, emotions, family communication, and sociodemographic and clinical characteristics. [15] [16] [17] To enhance informed decision making about cancer genetic counseling or testing among members of diverse populations, it has become increasingly important to gain a better understanding of cultural, access, and psychosocial issues related to factors influencing the use of these health services and communication of genetic information.
Latinos are the largest minority group in the United States and the fastest growing segment of the population. The Latino population in the United States currently consists of Ͼ37 million people and is expected to comprise 25% of the US population by the year 2050. Latinos are an ethnically and racially diverse population, with origins in Central and South America, the Caribbean, and Spain. 18 Breast cancer is the most frequently diagnosed cancer and the leading cause of cancer death in Latina women (Latinas). Although the incidence of breast cancer is lower in Latinas than in non-Latina whites, Latinas are more likely to be diagnosed with the disease at younger ages and later stages. 19 Traditionally, Latinas have been less likely than women of other ethnic or racial backgrounds to use preventive services such as mammograms and clinical breast examinations. 20 Furthermore, Latinos are much more likely than non-Latino whites to be uninsured. Nearly one-third of Latinos have no health insurance, limiting their access to cancer screening and quality medical care. 21 As the US population diversifies, it is imperative that all segments of the population be educated about hereditary cancer risk, the availability of genetic counseling and testing services, and cancer prevention strategies to facilitate informed decisions about these matters. Furthermore, as these services are more broadly disseminated into mainstream clinical practice, it is important to understand factors that contribute to lower levels of awareness and utilization of cancer genetic services. Such factors can be targeted to increase awareness and promote in-formed decision making regarding preventive care. For this information to effectively reach ethnic subgroups such as Latinos, it must be relevant and meaningful to them, capturing their attention and addressing their questions and concerns.
Although most published data indicate similar proportions of cancers attributable to hereditary cancer predisposition genes among different ethnic groups, [22] [23] [24] information on Latinos' attitudes toward BRCA1/2-related health services and communication preferences is scarce. Available data suggest that awareness of genetic testing for cancer risk is lower among Latinos than among non-Latino whites 10 ; this implies disparities in the use of cancer genetic services. Most research on inherited breast cancer susceptibility and genetic testing for such susceptibility has focused on non-Latino whites and a growing body of research focuses on African Americans. 9 To ensure effective translation of genetic discoveries into clinical and public health settings, more information is needed regarding attitudes toward and use of BRCA1/2 genetic counseling or testing and relevant preventive strategies in ethnic subgroups such as Latinos. 25 Cancer genetic educational strategies and health services that have been developed for implementation with non-Latino whites may be inappropriate and ineffective for Latinos. 26 Cultural and language barriers may influence the use of such services by Latinos. 14 By identifying important health perceptions and issues for enhancing Latino community awareness about hereditary breast and ovarian cancer, as well as understanding and targeting unique facilitators and barriers to use of cancer genetics and related preventive services, awareness and use of these services could improve. According to the basic principles of social marketing, the development of appropriate and effective health communications and services must be based on an in-depth understanding of the target population's attitudes, perceptions, informational needs, and communication preferences. 27 However, as previously mentioned, such data on Latinos are sparse. To address this gap and assess hereditary breast and ovarian cancer-related communication strategies, we conducted a series of focus groups with members of the Latino community. The purpose of this article is to describe the findings of the qualitative research that was conducted via these focus group discussions. Latino leaders and lay community members were asked questions related to factors that might influence awareness, attitudes, and beliefs about hereditary breast and ovarian cancer and use of BRCA1/2 counseling or testing and relevant preventive strategies. We also identified communication preferences regarding genetic education and counseling.
MATERIALS AND METHODS

Study design
The focus groups were structured using guidelines established by Morgan and Krueger. 28 Focus groups can be a useful means of preliminary data collection when little is known about the phenomenon of interest in general or among a particular segment of the population. 29 Focus groups generate information through interactions between participants; concepts can be revealed in such a way that no single participant could have fully articulated alone. 30 Qualitative efforts that elicit salient attitudes, beliefs, and additional issues about a particular health problem represent an important step toward developing culturally relevant health education programs and clinical services.
A community-based sample of Latinos was used to gather information about knowledge gaps, attitudes, and beliefs that may contribute to underuse of cancer genetics services. Latino community leaders were also recruited as key informants because they often can provide informed opinions about the research query by virtue of their knowledge of and access to the Latino community, and they can help in planning for delivery of health interventions. Snowball and convenience sampling methods were used to recruit individuals to the groups. 31 Focus groups were conducted by a professional bilingual facilitator. Separate sets of focus groups were conducted with Latino community members and community leaders. During a 1-week period in February 2003, three focus groups of Latino community members were conducted, including two groups with women and one group with men. Subsequently, two focus groups were held over a 1-week period in July 2003; participants were prominent leaders in the Latino community. Male and female community leaders participated in separate focus groups. The goal of the focus groups was to collect information about cancer genetics-related knowledge, attitudes, beliefs, and barriers or facilitators to use of cancer genetic services. In addition, focus groups assessed preferences regarding communication of cancer genetic and preventive health messages.
The research protocol was reviewed and approved by the University of Utah Institutional Review Board. All participants reviewed and signed informed consent forms and completed a brief demographic survey. Light refreshments were provided at the focus groups. Organizations that provided a community leader participant were given a $50.00 cash donation, and the other community participants were provided with a $30.00 gift certificate to a local grocery store chain as a token of appreciation for their participation.
Participants and setting
We purposely selected participants to achieve variation in gender, educational level, and community role. Both men and women were solicited because both sexes are at increased risk for cancers associated with BRCA1/2 mutations, may be influential in relevant health care decisions, or provide social support to affected or at-risk family members or significant others. Our experience suggested that educational level impacts the effectiveness of cancer risk communications and health behaviors. Thus, we wanted to have variation in educational level for the lay participants. Furthermore, we believed that inclusion of community leaders was important because they often provide social support and anticipatory guidance regarding health care decisions, link community members with health care providers, and assist with and influence dissemination of health information. Participants were recruited through local Latino community organizations, fliers, radio advertisements, and through the personal and professional contacts of the Latino Community Alliance based in Salt Lake City. Fifty-one men and women participated in one of the five focus groups. General eligibility requirements for participation included identifying oneself as Hispanic or Latino, being at least 18 years of age, and having the mental and physical ability to understand and sign the informed consent document and to participate in a focus group. Each of the five focus groups also had specific eligibility requirements: (1) women with a high-school education or less (n ϭ 11), (2) women with some secondary education (n ϭ 11), (3) men with any educational background (n ϭ 14), (4) men with leadership positions in local community organizations (n ϭ 8), and (5) women with leadership positions in local community organizations (n ϭ 7). Participants in the latter two groups worked in government leadership positions, for-profit organizations, or nonprofit community groups.
Data collection
An experienced, trained, bilingual Latina facilitator with expertise in cancer control, cancer genetics, and public health practice moderated the focus group interviews. She guided participants through a predetermined outline of questions, presentations of health messages related to hereditary breast and ovarian cancer, and discussion topics. Table 1 provides a summary of sample topics and questions. The objectives of the study guided the development of a moderator's guide with open-ended questions and specific probes. A bilingual notetaker was also present. A PowerPoint slide presentation was given to participants after asking them questions about their beliefs, attitudes, and knowledge about cancer in general, and hereditary breast and ovarian cancer, in particular. The moderator used the slide show to present information about hereditary breast and ovarian cancer, clinical genetic services, and preventive options. Health messages and graphics used in our familial cancer clinic and a previous BRCA1 testing study in African Americans were translated into Spanish; pictures of Latinos were substituted for pictures of non-Latinos. 32 The presentation included (1) basic information on hereditary breast and ovarian cancer (e.g., risk factors, incidence, and penetrance estimates); (2) concepts related to autosomal dominant transmission; (3) the process of genetic risk assessment including BRCA1/2 testing; (4) risks, benefits, and limitations of BRCA1/2 testing; and (5) psychosocial and cultural issues. Participants were asked to view and respond to the content and related visual aids for each of these health messages during the group discussions.
All focus groups were conducted in Salt Lake City at a Latino community center, Centro de la Familia de Utah. Each focus group lasted between 1.5 and 2 hours. Focus groups were stratified by gender in the event that men and women would respond differently. The three focus groups of members of the Latino community were conducted entirely in Spanish, whereas those comprised of Latino community leaders were conducted in both Spanish and English.
Data analysis
Each of the focus groups was audiotaped. Transcripts of focus groups conducted in Spanish were translated from Spanish to English and transcribed verbatim by a bilingual transcriptionist. The transcripts were reviewed for accuracy, and corrected as needed, by a bilingual study coordinator. Qualitative data transcribed from the focus group sessions were manually coded; statements were sorted, categorized, and arranged into themes. We used a phenomenological approach, striving to both understand participants' experiences and avoid imposing external views. 29 Data were collected and analyzed using a collaborative approach, with summarizing, debriefing, and consensus building at each step. Thematic text identification was informed by literature reviews, investigators' a priori understandings, the moderators' guide, and qualitative text. When necessary, themes were modified or further broken down into subthemes. In addition, thematic analysis was used to evaluate transcribed data. 29 Thematic analysis of the participant responses focused on the general agreement among participants in each group, consistency of findings across groups, and concordance among the assessments of three author coders (A.K., S.S., and M.A.-L.). Two authors (A.K. and S.S.) conducted detailed reviews of the transcripts for responses related to key study themes, for consistency of responses among participants and across groups, and for levels of agreement. Each comment then was categorized using these general themes, and subthemes were identified given our interest in the overall attitudes and perceptions of the focus group participants. The findings were derived from the analysis of all focus groups collectively, although subthemes that were prevalent in the majority of focus groups were identified. After the team members' discussion and analysis of issues, concerns, and ideas that emerged during the focus groups, two authors (A.K. and S.S.) organized findings into five broad themes and identified exemplar quotes. Table 2 presents demographic information about focus group participants. Participants' age ranged from 19 to 74 years, with a mean age of 42 years. All participants identified themselves as first (92%) or second (8%) generation Hispanic or Latino. The majority of participants were women (57%). Eight percent of participants had a personal history of cancer and 76% reported having one or more relatives with cancer; 20% had a first-or second-degree relative with breast and/or ovarian cancer. Participants had resided on the US mainland for an average of 14 years, with a range of 4 months to 73 years. Ninety percent of participants reported Spanish as their first language (n ϭ 46), 90% of participants were born in Central or South America (n ϭ 46), and all participants' ancestors were from Central America, South America, or Spain.
RESULTS
Participant characteristics
Qualitative findings
The results are organized into five broad themes: (1) attitudes and beliefs about cancer; (2) awareness of and attitudes about hereditary breast and ovarian cancer and genetic testing; (3) preferences regarding medical management of hereditary breast and ovarian cancer; (4) barriers to cancer prevention and control; and (5) communication issues and preferences.
For each theme and category, we provide illustrative examples from the focus group transcripts in Table 3 . Quotes provided are verbatim.
Attitudes and beliefs about cancer
Participants articulated a range of issues regarding cancer. The following words were used by participants to describe their thoughts when hearing the word cancer: pain, suffering, sadness, death, worry, fear, anger, and agony. Overall, participants had fatalistic views about cancer and expressed concerns about the financial impact of cancer diagnosis. Participants discussed commonly held beliefs that being told one has cancer is similar to being told that death would be imminent, and there is really nothing that one can do about it. Concerns about treatmentassociated expenses were related to the fear of not being able to cover medical or financial obligations or of imposing an economic burden on the family.
Additional issues discussed included cultural taboos surrounding cancer, views of cancer as contagious, and secrecy and shame associated with a cancer diagnosis. Responses indicated that many members of the Latino community and of the participants' families did not want others, even their own family or friends, to know they have cancer; such sentiments are common in their countries of origin. Participants discussed how this cultural taboo about revealing a cancer diagnosis creates stigma and an attitude of secrecy and shame. Considerable discussion centered on how the stigma, shame, and secrecy associated with cancer could be a barrier to cancer genetic and relevant prevention services because many Latinos may not be aware of their family cancer history and hereditary risk. The importance of knowing one's family history of cancer was recognized and emphasized as an important public health intervention target.
Awareness of and attitudes about hereditary breast and ovarian cancer and genetic testing
None of the participants in the community member focus groups had ever heard of genetic testing for BRCA1/2; only two female and two male community leaders reported having previous knowledge of BRCA1/2 testing. All focus group participants, with the exception of one woman, expressed favorable attitudes toward BRCA1/2 genetic testing. Perceived benefits of genetic testing included knowledge, more frequent screening, early treatment, and information for children and future generations. Perceived limitations of genetic testing included cost and potential adverse psychological sequelae (i.e., anxiety and fear). Participants felt that the cost of the genetic test and associated provider and clinic costs would serve as a major deterrent for accessing cancer genetic services because many Latinos have low incomes and no health insurance.
Preferences regarding medical management for hereditary breast and ovarian cancer
Responses indicated a strong preference for screening rather than prophylactic surgery. In general, both male and female participants were strongly opposed to prophylactic mastectomy but were more receptive to prophylactic oophorectomy for those who are at risk for or who have hereditary breast and ovarian cancer. Virtually all female participants agreed that they would not choose to have their breasts removed as a cancer riskreduction strategy, and many stated that they would not have their ovaries removed to reduce their cancer risk. However, some women felt that this decision would vary based on their age. Concerns that prophylactic surgery, especially risk-reducing mastectomy, would affect women's body image and sexuality were expressed. Generally, men were opposed to prophylactic mastectomy but were more supportive of mastectomy as cancer treatment.
Barriers to early detection and risk-reduction services
Participants discussed a number of barriers to general prevention services, as well as barriers specific to hereditary breast and ovarian cancer. Prevalent barriers were related to financial access (i.e., cost and lack of insurance), discrimination, embarrassment and modesty, fear, lack of awareness about the preventive strategy, perceived lack of need for screening or testing in the absence of symptoms, and specific issues such as age for starting screening and frequency of testing. Additional barriers included secrecy related to either disclosing symptoms or to not wanting to be viewed by others as "flawed," procrastination, language barriers, fear about immigration status disclosure, fatalism, lack of interest, and lack of knowledge or information.
Cost was the barrier that participants in all focus groups mentioned most frequently. Many strongly agreed that both cost and lack of insurance are major barriers to obtain cancer screening among Latinos residing in the United States. Furthermore, many participants felt that Latinos' access to quality health care was restricted because of their language and economic limitations. Fatalistic attitudes about cancer and fear of knowing that Fear of knowing "Most of the people do not want to know if they have the cancer right now. Let alone, I think it will be harder for them to find out that they have a gene or a mutation that may cause . . . their body to develop cancer . . . in the future, and so I think for a lot of people just knowing that they have the mutation will be a lot more of anxiety source than actually helpful.. . . "
Preferences regarding medical management of hereditary breast and ovarian cancer
Body image "I would have the ovaries extracted, but the breasts, from what I saw, is more traumatic. Because it's physical. Before your eyes and the eyes of others. But the ovaries are internal and nobody sees them, so of course I would have them extracted." Femininity "Thank God I'm getting a divorce anyway, because then I'd have to get his permission and he wouldn't give it to me, because he would think I would be less of a woman."
Barriers associated with screening Financial access barriers "I talk to women about doing . . . early detection screenings, and most of what they tell me is, 'I don't want to know, because I can't afford to pay for my treatment, because I have so many things going in my life I can't afford to be sick,' and so most of the people don't want to know that they have anything. . . " Fear "I think it's fear . . . just hearing the word cancer we become paralyzed. . . " Embarrassment ". . . many people, out of embarrassment that the doctor will see them, they don't go in ͓for a check-up͔." Secrecy "What I've noticed a lot is some ͓Hispanic͔ patients will not reveal everything that's wrong with them. They'll keep some of that back, and that doesn't help the doctor to help them . . ." Procrastination "I think that the problem that characterizes us as Hispanics is that we leave everything until the very last minute . . . and the consequences come from that . . . we wait until we feel the symptoms to go have the check-up for cancer prevention. So then we never really do it, nor will we, until we start feeling a little symptom." Discrimination "͓Health care providers͔ get mad at us because we don't speak their language!" one has cancer were cited as barriers to screening. Fatalistic attitudes encompassed sentiments that cancer is God's will, and that cancer is synonymous with death. Fear about dying from cancer was raised as an important barrier to screening. All the women's groups also mentioned embarrassment, modesty, and secrecy. Participants discussed procrastination, not making screening a priority, and waiting to get screening until physical symptoms appear as additional barriers. With the exception of financial access barriers, participants felt that cognitive and social barriers could be modified through public health and clinical interventions.
Communication issues and preferences
The final theme that emerged was communication-related issues and preferences. An overarching theme across focus groups concerned how attitudes toward and beliefs about cancer may minimize communication with family members and care providers about familial cancer risk. These beliefs were previously mentioned and include secrecy, stigma, and fear. The general consensus among all groups was that interventions are needed to optimize communication of information such as family history of cancer and availability of genetic test results. Such potentially lifesaving information was viewed as critical in promoting health.
Overall, participants found the health messages and visual aids acceptable. They indicated that the visual aids were colorful, had pictures of Latino-appearing people, used large print, and used diagrams and pictures to display concepts. Preference was expressed for use of easy-to-interpret materials that use simple words and avoid unnecessarily technical information. Participants recommended clear definitions of technical concepts such as gene and mutation, and inclusion of a glossary that defines these and other technical terms. They also recommended that the information be highly relevant to the topic of hereditary breast and ovarian cancer, and that unnecessary information (e.g., detailed information about genetics) be omitted. Other than reduction of technical details unrelated specifically to hereditary breast and ovarian cancer or to an individual person, participants viewed the type and amount of information as appropriate.
In contrast with the views held by most participants, some individuals requested more detailed information in the health messages content and visual aids. Mixed opinions within the groups about the importance of detailed information on genetics and cancer risk indicate variations in the level of information desired. One suggested approach to addressing these differences was to use basic educational materials for the target population and to provide additional information when possible (e.g., individual counseling and direction toward computer programs that guide individuals through comprehensive explanations) for those who request it.
Participants provided suggestions about reaching Hispanic and Latino communities for clinical cancer services and notification about research opportunities. Participants suggested using Spanish language radio and television, community meetings or discussions, schools, hospitals, clinics, churches, fliers or pamphlets, public service announcements, the internet, and work places. Participants in two of the focus groups discussed using sensational news, "the kind of news that exaggerates everything, like . . . the car crashed and turned over and did several flip flops . . ." to reach a Hispanic or Latino audience. Schools and churches were emphasized in three of the groups. A male leader also suggested using clergy to reach the community, saying, ". . . in our community, health and religion are somewhat intertwined, having a Padre give out some information is probably a great way. I mean, they trust their religious leader anyways." Other suggestions included having prominent religious, political, and entertainment leaders endorse cancer prevention campaigns, and personally inviting community members to participate in research studies. A female leader explained the impact of using community members to reach the targeted community, saying, ". . . A real person who lives here among us . . . I know her and I hear her story, and all of a sudden it becomes real, you know." A different female leader agreed, saying, "Well, another thing you can add is testimonies . . . , cause it really does change when you hear it from someone who's been there." Participants were divided about whether non-Hispanic health care providers and researchers would be successful at reaching the Hispanic or Latino community. However, all participants agreed that the language barrier must be addressed by using bilingual health care providers and research staff.
DISCUSSION
The goal of this study was to assess beliefs and attitudes about hereditary cancer and genetic services. Our results illustrate a model of Hispanic and Latino community engagement in which researchers, clinicians, community leaders, and members of the target population work together to develop an effective and culturally relevant health education intervention.
Almost all participants had high levels of interest in genetic testing for inherited cancer susceptibility, despite the limited knowledge about genetics, that we and others have observed. 10, 14 On learning about hereditary cancer and genetic risk assessments such as BRCA1/2 testing, our focus group participants noted that genetic education opportunities could enhance health and reduce health disparities. These favorable attitudes are consistent with previous studies of Latinos 33 and other subgroups. 34 Participants identified potential benefits of genetic testing for breast cancer susceptibility such as an increase in screening frequency and early treatment, along with receiving knowledge that could enhance the health of children and future generations. These findings support a previous study that reported a feeling of duty to spread information about genetic cancer risk among family members of Latinas. 35 Participants generally were satisfied with the visual aids used in this study. They emphasized the importance of reducing the level of technical detail and of presenting technical information clearly and succinctly. Some focus group members requested more information, whereas others desired less. These findings suggest that interventions are most effective when information needs are individualized. In addition, participants indicated that if personalized interventions are not feasible, the technical information provided should be adequate for all audiences. Those desired more detailed information could be directed to supplemental sources.
Previous studies have reported differences related to ethnic and/or racial background in the cognitive processing of risk information. 36 Such differences along with patients' literacy and numeracy levels can substantially impact the efficacy of genetic counseling. 36 -38 Eichmeyer et al. 39 have shown that Latinos exhibit lower comprehension of numerical presentations of risk when compared with non-Latino whites; this finding suggests that qualitative representations could improve effectiveness. Graphical presentation of risk probabilities often increases understanding. 40, 41 Culturally sensitive genetic counseling accounting for literacy issues 42 and translating risk-related knowledge into personally relevant information also can enhance the effectiveness of risk communication. 41 Kreuter et al. 43 suggest entertainment education as an especially effective option for communication. Entertainment education narratives rely on cultural content and can take many forms including audio, visual, print, and mixed media. 43 For example, telenovelas are video narratives that might prove especially effective thanks to their ubiquity in the Latino community. Initial reports suggest that telenovelas increase breast cancer knowledge and positively influence attitudes toward screening among viewers. 44 Expanding the use of telenovelas to promote cancer genetics awareness would align with our focus group recommendations about providing educational messages from entertainers on Spanish language television programs.
Participants suggested many options that they felt could be used for effective communication of information about hereditary cancer, genetic testing, and risk-reduction strategies. They encouraged direct dissemination of information through discussion in schools and churches, information delivery using sensational or exciting language to capture attention, personal testimonials by influential Latino community members, and use of both Spanish and English. The efficacy of several of these suggested communication strategies has been documented. [45] [46] [47] [48] [49] However, our participants exhibited variable preferences and lacked consensus regarding the most appropriate communication channel.
Other studies have highlighted the importance of educating physicians or health care providers about the availability of cancer genetic services in areas with diverse populations. 25 If care providers are aware of the potential impact of these services, they are more likely to communicate relevant information with their patients and initiating referrals for risk assessment when appropriate. However, members of our focus groups highlighted a number of barriers to communication with care providers such as secrecy, embarrassment, fear, and experiences of discrimination. The use of culturally sensitive health communication strategies has proven effective in imparting knowledge and increasing desirable behaviors.
Focus group members perceived a variety of barriers to pursue appropriate health care. They described inequitable distribution of access to genetic information and relevant prevention services because of several factors, including psychosocial and cultural issues, inadequate access to pertinent information, and limited exposure to new knowledge and/or available technologies. Our findings agree with observational studies demonstrating that consequences of being uninformed contribute to racial and ethnic health disparities, particularly to disparities in cancer treatment and prevention. 20, 50 Participants also expressed concerns that other types of communication barriers, specifically those within families and between other social network members, may limit knowledge about one's family history of cancer. Cultural taboos surrounding cancer lead to secrecy, and thereby to nontransmission of family cancer history. When coupled with stigma and shame, such taboos may contribute to substantial knowledge deficits. It is interesting that ten men but only two women in our focus groups reported having no family history of cancer. Because recruitment was nonrandom and the subject of the focus groups centered on hereditary breast and ovarian cancer, this finding may be related to ascertainment bias or participant's interest that led more women than men with family histories of cancer to participate. Coupled with the already identified barriers to Latino family cancer history transmission, it may be that Latino men are even less aware than Latina women of their family cancer histories. This could result in children being less aware of their paternal than their maternal family history of cancer. This trend has been reported in other populations. 51, 52 Further research is needed to determine whether this tendency is exacerbated in the Latino community because of cultural factors such as those encountered in our study.
Information is scarce regarding ethnic disparities in intrafamilial communication of family cancer history and genetic test results within the Latino community. One study examining cancer history reporting accuracy by probands with cancer in 1111 families showed a nonsignificant trend toward more accurate family history reporting by non-whites. 53 However, Hispanic probands only accounted for 4.7% of the subjects. Given the barriers to family cancer history communication that our participants reported, more research is needed to examine the impact of these barriers in a larger Latino sample. Although the US Surgeon General has implemented a campaign to increase family health history documentation among all Americans, optimal methods for accurately ascertaining family histories of cancer and other diseases have yet to be determined. 54 Because of the importance of family history in accurately assessing hereditary cancer risk, 55 we must develop and test strategies for overcoming barriers in this important area.
Effective communication of genetic information within families can impact familial health outcomes. Available data indicate that communication of cancer genetic risk within families can influence decision making about genetic testing, screening, and primary prevention. 56, 57 A recent survey of Latina and non-Latina white women who were referred for hereditary breast or ovarian cancer risk assessment found that most women, regardless of ethnicity, indicated that their relatives should be informed about their genetic risk. 35 The majority also felt that the woman herself should disseminate this risk information to her family in person. However, more Latinas than non-Latina whites indicated a preference for the health care provider to directly provide the risk information to family members. These data indicate that once women are informed about the presence of a familial cancer risk, most desire to share this information with at-risk relatives. As was the case with our focus group participants, many Latinos are unaware of genetic cancer risks, 39 and thus may be unaware of the importance of sharing family cancer information to help relatives understand their risks. Despite the barriers to family communication cited by our focus group participants, the findings from the study of MacDonald et al. 35 convey optimism that once individuals are educated about hereditary cancer risks, barriers to family cancer history dissemination may be overcome.
In addition to identifying the need to enhance education, overcoming practical aspects of achieving access to appropriate cancer genetic services and prevention services were commonly cited concerns across focus groups. Participants identified barriers including financial and linguistic issues, lack of knowledge about how and where to access services, and difficulties related to motivation (including fatalistic views about cancer, embarrassment or modesty, and waiting for symptoms to appear before seeking screening). Demographic research has shown that economically underprivileged Latinos experience high rates of unemployment and poverty, 20 factors that are likely to impact use of cancer screening and genetic testing. 58 Furthermore, compared with other ethnic groups, a significant proportion of US Latinos lack health insurance 20 ; this may play a significant role in low screening rates. 59 Reforms regarding affordability of care are among the top concerns of many US citizens and the current US government administration, particularly because the financial strain becomes even more pronounced during a recession. 60 While awaiting significant reforms, some programs have obtained grants to cover clinical cancer genetics services for indigent or underinsured individuals. 25 Such programs may help poor Latinos to overcome known cost barriers.
Behavioral studies also have determined that cultural beliefs may negatively impact access to health care and screening behavior among Latino and other ethnic groups. 27, 61 Community health workers (CHWs) have helped overcome such cultural barriers to adequate health care, 62 in part, because they often come from the community they serve. 63 The effectiveness of CHWs has been documented in a variety of settings, including cancer-specific care among Latinos. 45 Our findings suggest that CHWs could ameliorate disparities in health care behavior and access, including the barriers cited in our groups. CHW skills would be enhanced by partnering with bilingual health care services and culturally informed providers.
The range of attitudes our participants expressed toward preventive measures is in accordance with previous research about BRCA mutation carriers in the United States. For example, participants in these prospective studies used prophylactic mastectomy at an appreciably lower rate than prophylactic oophorectomy. 64, 65 Furthermore, the findings of our study confirm a strong preference for surveillance rather than prophylactic surgery. Participants expressed greater concern about values and attitudes regarding body image and femininity than about financial access issues. Nonetheless, participants did express substantial apprehension about financial access to cancer genetic and screening services. Future research should examine behavioral responses to genetic risk assessment, as well as factors influencing preference-specific early detection and riskreduction decisions among Latinos. 66 Cost and fatalism are barriers to genetic testing according to our focus groups. These findings confirm previous observations in various ethnic groups. For example, one study involving 28 African American women at high risk for BRCA1/2 mutations showed higher mean levels of fatalism among participants who proceeded with genetic testing than in those who declined testing. 67 In this particular instance, the cost of genetic testing was covered by the study. Further research could examine the significance of fatalism in the context of health care in the Latino community. Participants' experiences with discrimination, which was based primarily on insurance and linguistic issues, could negatively impact uptake of genetic counseling and many other health care behaviors.
Strengths and limitations
By not selecting for a personal or family history of hereditary breast and ovarian cancer, we were able to elicit public opinions that could not have been obtained had selection criteria been limited to families at high risk. Because of our community-based recruitment and the varying levels of education among our focus group participants, it is likely that the study population was an adequate representation of urban and suburban Latino community members and leaders in the Rocky Mountain area.
The results reported in this article have a number of limitations and should be interpreted with caution. The findings are based on five focus groups in the Salt Lake City metropolitan area, a community that may not be fully representative of Latinos in other areas of the US nonprobability sampling methods were used and therefore may not adequately represent the target population's beliefs and perceptions. Other possible limitations are that themes and categories described here do not necessarily represent data saturation among the studied Latino subgroups, and that changes in attitudes of individual and community could occur because of a variety of sociocultural factors over the passage of time since our initial data collection. Furthermore, health messages were transmitted by using a PowerPoint presentation, during which participants listened to verbal explanations that were augmented by illustrations on a screen and by handouts. Before deployment of communication interventions, it will be important to systematically evaluate the educational materials, taking into account the channels of communication through which they will be delivered. Future studies should assess how these findings generalize to larger, more representative samples of Latino men and women.
Implications and conclusion
The successful translation of genetic discoveries from research institutions to clinical care settings will depend on understanding and influencing patient, health care system, and societal factors that contribute to the effective uptake of these discoveries. To our knowledge, this is among the first studies to use community engagement strategies to qualitatively examine the knowledge, beliefs, and attitudes of Latinos and Hispanics regarding hereditary breast and ovarian cancer and relevant health services. Many of our participants' attitudes are similar to those reported by other studies focused on cancer education and screening. Our Latino focus group members validated assumptions about the importance of including key sociocultural factors in the design and implementation of genetics education and related clinical interventions. Our review of the literature and clinical experience with Latinos identified several factors that are important to reach this goal. These included using role models from the community in educational materials and health messages, increasing the availability of materials in Spanish, dispelling myths and misconceptions about cancer, promoting family communication about cancer and knowledge of one's family health history, considering the importance of religious or spiritual factors, and making use of community-based approaches. 27, 68 Consistent with previous findings, participant responses indicate that information needs to be personally relevant to be cognitively processed. 41, 69 Focus group participants indicated that they have too many other day-to-day priorities for overly general information about cancer risk and prevention to merit an individual's attention. Specifically, family care giving needs as well as family obligations may lead Latinas to delay attending to their own health care, often avoiding visits to care providers for reasons other than feeling ill. 68, 70 Some participants contended that cancer risk was not personally relevant until someone important to them was diagnosed with cancer. Such beliefs carry substantial implications for the creation and delivery of health care messages. The community participation approach of this study can be used to design health care messages and thereby increase their effectiveness for the intended audience.
The themes and participant recommendations identified in our focus groups have important implications for culturally meaningful health education, as well as public health and clinical practice, regarding hereditary cancer. Concepts and strategies that community members identify as particularly relevant or effective may produce substantial improvement in the effectiveness of outreach efforts and communication of cancer information. Many of our participants' suggestions have proven to be efficacious in other studies. Consistent with social marketing and theories, participants articulated ways to develop educational materials and messages that consider both superficial structure and deep structure cultural sensitivity. 71 Providing materials and messages in Spanish, preferably by a Latino and at popular venues, helps to enhance superficial structure sensitivity. Hispanic media such as newspapers and radio, churches, community gatherings, and schools have been used successfully to distribute information about cancer and cancer screening to Hispanics and Latinos. 72 Our findings suggest that in addition to informing macrolevel outreach efforts, community-specific beliefs and knowledge should be incorporated into cancer education efforts to address deep structure cultural sensitivity. Future educational efforts should explicitly address cultural factors believed to be related to the causes of cancer, perspectives of cancer as a disease inspiring stigma and guilt, and body image issues that may inhibit screening and preventive health care behaviors. Increasing availability of culturally sensitive genetic cancer risk information to Latinos may aid in lowering barriers to sharing cancer history information with family members and health care providers. Enhanced awareness of perceived access and financial barriers to cancer screening and genetics services may also allow health care providers to explore options for low-cost services to the underinsured or noninsured and to conduct discussions in a culturally sensitive manner. Study findings may also help guide hereditary breast and ovarian cancer education materials and media targeting Latinos. Our participants' views regarding detail level and presentation techniques suggest that whenever possible, educational tools and health messages are most effective when a range of communication formats is available for selection by the individual.
These insights gained from focus group discussions can help guide the design and development of appropriate interventions for use in both community-and clinic-based cancer programs. The types of strategies identified by our study have the potential to enhance relevance and impact in both educational and clinical settings.
